Background. Specialized Parkinson's disease (PD) care offers advantages to patients. However, specialized health care providers may be unaware of patients' personal context and comorbidity, leading to conflicting treatment regimens. Patients may benefit from a more holistic approach. Objective. To clarify the role community-dwelling PD patients see for general practitioners (GPs) in PD care and to clarify the role GPs see for themselves. Methods. Qualitative interview study with 16 community-dwelling PD patients and 12 GPs in the Netherlands, using a constant comparative approach to analysis. Results. Patients expressed a preference for self-management and autonomy in decisionmaking. GPs chose a limited, reactive position in early-stage PD care to stimulate patient autonomy. Moreover, GPs felt insufficiently competent to extend their role. Patients also felt GPs lack expert knowledge and skills; they focus on their neurologist for PD care. In addition, GPs observed patients might not realize what accessory role the GP could have, a role GPs described as essential in being aware of patient's well-being. Patients did not describe additional roles for the GP in more advanced disease, whereas GPs mentioned a shift towards a more proactive and extended role. Conclusion. Patients and GPs see a limited role for the GP in early-stage PD care because of patient autonomy and GP's lack of specific knowledge and skills. However, GPs should feel more confident of the added value of their generalist approach to care for patients with a complex chronic disorder as PD. If generalist and specialized care reinforce each other, PD patients benefit.
Introduction
Parkinson's disease (PD) is a complex neurodegenerative disorder that varies considerably in clinical presentation and rate of progression (1) (2) (3) . The majority of all patients with PD live at home, where the general practitioner (GP) offers care. In the Netherlands, all citizens are registered with a personal GP, who has a central position in the health care system (4) . Amongst other tasks, GPs play an important role in chronic disease care. They are well trained in providing everyday care for common chronic conditions such as diabetes mellitus and chronic obstructive pulmonary disease (5, 6 ).
Knowledge of the patient's personal context facilitates and enhances the quality of this care (7) .
However, in case of PD and other complex chronic conditionsconditions with uncommon presentations or complicated treatment regimens-care is often best provided by specialized health care providers with expert knowledge and skills (7, 8) . On the other hand, patients with PD frequently suffer from more than one chronic condition (9) . Involvement of various specialized health care providers, each focused on one condition and unaware or unconsidered of the patient comorbidity, could lead to conflicting treatment regimens (9, 10) .
Moreover, community-dwelling PD patients encounter many care transitions in their home environment. These transfers in the amount or type of care that is offered include for example domestic adjustments or the purchase of tools (11, 12) . Such transitions and the impact on the patient context usually stay out of sight of specialized health care providers.
Community-dwelling PD patients may therefore benefit if care is not exclusively provided by specialized health care providers. For example, there may be a role for the GP in PD care as well. However, it is unknown whether PD patients and GPs themselves recognize a role for the GP in PD care. We therefore aim to clarify the role community-dwelling PD patients see for their GP in PD care. Moreover, we want to clarify the role GPs see for themselves.
Methods

Recruitment
Between September 2013 and June 2015, a longitudinal qualitative study was performed (13) . A purposive sample of GPs of nine general practices in and around Nijmegen-a city in the eastern part of the Netherlands-were asked to select patients who met the following criteria: a diagnosis of PD (established by a neurologist according to accepted criteria); community-dwelling; no apparent cognitive dysfunction and capable of handling a video camera with instructions. A purposive sample of these patients, based on age, gender and severity of PD according to Hoehn and Yahr (H&Y) (14) , were approached by their GP (Fig. 1) .
When a patient agreed to participate, the researcher (AOAP) gave more information and asked the patient for informed consent. Initially patients were asked to participate for a period of 1 year. After inclusion of six patients, we reduced the study period to 6 months because patients mentioned 1 year was rather long.
We chose a qualitative research design and purposive sampling of GPs (based on gender and location of the practice) and patients to gain wide and in-depth insight into the role patients and GPs see for the GP. We expected that inclusion of 15 patients and their GPs would lead to saturation.
Data collection
Patients made a video once a fortnight. Each video contained the same items: a grade between 0 and 10 (0 being the worst imaginable, 10 the best), reflecting the patient's feelings in the 2 weeks before the recording; two tests for neurological signs of PD; a description of a situation that went very well, a situation that did not work out as planned and a situation in which the patient needed help; and the possibility to add free comments (13) . Once a month, a research assistant collected the videos and explored whether a transition had taken place. The definition of a transition used in this study is the transfer of a patient between different levels of professional or non-professional care within the same location or between different locations of care (11) . We focused on a number of specific transfers that are likely to occur as a consequence of PD (Table 1) .
Patients were questioned by the researcher (AOAP) in a semistructured interview once they encountered a transition, rather than at predetermined moments. A brief topic guide was used that focused on the role of the GP in PD care (Table 2) . Information from the videos was used to customize the topic guide and to provide prompts, for example by referring to the described situation in which the patient needed help or a patient's considerations regarding consultation of the GP. The patient's GP was asked for informed consent and interviewed by the researcher (AOAP) on the same subject ( Table 2 ). All interviews were recorded on tape for the purpose of transcription.
We refer to the study protocol for more detailed information on recruitment and data collection (13) .
Data analysis
All recorded interviews were transcribed verbatim and made anonymous for analysis. Software program ATLAS.ti 7 was used for detailed coding in qualitative data analysis. In order to refine and focus the interview topic guide, analysis of the interviews started as soon as the first interviews were transcribed. Data analysis was an iterative process using a constant comparative approach (15) . Two researchers (AOAP and CEMV) familiarized themselves with the transcripts and independently applied codes to meaningful words and sentences. Codes were discussed, seeking agreement for their content.
Results of the analysis of interviews of patients and GPs were compared. After analysis of 10 patient interviews and 8 GP interviews, no significant new codes emerged. Conduction and analysis of two additional patient interviews and four additional GP interviews confirmed saturation. Codes were then grouped into themes that were discussed and agreed upon by the supervisory committee (TCoH and ALML).
Results
A total of 35 patients from nine general practices were approached to participate, of whom 19 refused. Finally, 16 patients and 12 GPs participated. Three patients did not complete the follow-up period: one patient died, another was over burdened by comorbidity and the third patient had difficulties with storytelling to the camera (Fig. 1) .
Thirteen patients and the caregiver of the deceased patient were interviewed about 34 encountered transitions, varying from the purchase of a tool to hospital admission. GPs of 12 patients were interviewed as well: one GP was interviewed twice, concerning two different patients. Interviews lasted 30 to 90 minutes. Only those cases in which both patient and GP were interviewed were included in the results (n = 12 patients, n = 11 GPs; Table 3 ) (Fig. 1) .
The mean age of the included patients at the start of the study was 69 years (SD 6.0). Most patients were male (n = 8). The majority had mild-stage disease (H&Y ≤ 2) (n = 10), two patients had an H&Y stage of 4.
Most participating GPs were male (n = 7) and worked in the city (n = 7). All GPs worked in a group practice (Table 3) .
Role of the GP in PD care
A total of 36 codes concerning the role of the GP in PD care were identified in the analysis. These codes were grouped into 10 different themes: self-reliance and autonomy; diagnosing PD; follow-up prescriptions; acute care; lack of expert knowledge and skills; awareness of experiences and well-being; careful monitoring; patient's personal situation; optimizing care and palliative care. The analysis gave insight into two different roles for the GP, depending on the stage of PD (Supplementary Data 1).
Patients described a few specific roles for the GP in PD care in the early stages of the disease. GPs reiterated these roles and added others. Patients did not express any specific roles in more advanced-stage PD, whereas GPs mentioned additional roles in case of disease progression.
Limited, reactive role in early-stage PD care
Patients preferred and often succeeded to self-manage the care transitions they encountered.
'I don't go to the GP for every little thing. If I can solve it myself, then I'll just do it.' (Patient XII, male, 72 years, H&Y 2) Table 1 . Care transitions as a consequence of Parkinson's disease, included in the study Transition A change in the extent of domestic help that is provided A change in the extent of personal care help that is provided A domestic adjustment (such as a bracket on the toilet or shower) The purchase of a specific tool (such as a walker or adapted cutlery) A modification of pharmacotherapy The involvement of a health care provider (including for example the physiotherapist and speech therapist), who was not involved before Consultation of the general practitioner or medical specialist, if not part of routine follow-up Adaptation of working hours or type of work Admission to specialized day care or hospital GPs underlined the importance of self-reliance and autonomy in decision-making.
'I think it's good if people take the initiative; I believe selfreliance is after all very important. So, if people do that, I can only encourage it.' (GP of Patient II, female, rural) 'As long as someone is of sound mind, and can say what he wants to say, I think it borders on patronising to try and take over.
[…] It has to do with instinct and autonomy and things like that.' (GP of Patient XII, male, rural)
Patients described a few specific roles for the GP in the early stages of PD. One task both patients and GPs agreed on is recognition of the disease, although they acknowledged that this could be difficult. ' First of all, he [the GP] has to be able to diagnose [PD]…and he wasn't able to do that when I went.
[…] It's really difficult for the GP, because PD isn't a disease where you see patients with all the same symptoms.' (Patient XII, male, 72 years, H&Y 2) For all other PD-related questions and transitions, patients preferred not to contact the GP, since they felt that the GP lacked expert knowledge and skills. Patients chose to turn to specialized care directly. In line with this, GPs expressed reluctance to be involved in PD care, because they did not feel competent. Therefore, GPs emphasized that it was important to stay in touch with the patient at any time during the course of the disease. ' The GP should stay in touch with PD patients, since the consequences of the 'care' part […] , especially for patients with more progressed disease, are considerable.' (GP of Patient V, male, city)
Extended, proactive role in advanced-stage PD care
Patients with mild-stage PD did not express specific roles for the GP in case of progression of the disease. In addition, the patient with severe disease and the caregiver of the deceased patient (H&Y 4) did not describe roles for the GP other than the above-mentioned. GPs however mentioned a shift in their role. ' In the beginning of Parkinson's, everything can be easily handled by the neurologist and the specialised nurse. But when people develop more incapacitating complaints…you know, a neurologist doesn't do home visits…So I think, the more the disease progresses, the more important our role will become.' (GP of Patient VII, female, rural)
GPs mentioned careful monitoring and paying attention to possible care transitions as important tasks. Moreover, they described a proactive role in discussing possible solutions for signalled problems, while taking into account the patient's care preferences.
'I notice things that in my opinion could be better. I explain that to them and it is discussed. Then it is up to them to do something with it or not.' (GP of Patient III, male, city)
In addition, GPs expressed they would consider possible benefits from a home visit, such as insight into patient's living circumstances.
'Sometimes a home visit can be very enlightening, to get insight into the possibilities at home. If palliative care became necessary, GPs no longer felt reluctant to be involved in PD care. They felt they were the most important health care provider then.
'The palliative part […] we can of course offer that in the home situation as no other can.' (GP of Patient XII, male, rural)
Discussion
Summary of the main findings
Patients express a preference for self-management of care transitions and autonomy in decision-making. GPs choose to stimulate this behaviour by taking a limited, reactive position in early-stage PD care. Moreover, they feel insufficiently competent to extend their role. Patients also feel GPs lack expert knowledge and skills; they focus on their neurologist for PD care. In addition, GPs observe that patients might not realize that GPs could have an accessory role in being aware of patient's well-being. Although patients do not report additional roles for the GP in advanced-stage disease, GPs describe a more extended role as monitor and coordinator of care. Moreover, they feel more confident in their role in progressed disease, especially when palliative care becomes necessary.
Comparison with existing literature
The patients in our study express a favour for self-management of care transitions. Self-management in chronic disease can be described as the degree to which a patient is able and willing to control daily life through management of symptoms, treatment and consequences of a disease (16) . This definition points out the influence of patient's context and comorbidity on self-management. If self-management is not possible, patients prefer to turn to health care providers specialized in PD care. The focus on expert health care providers for disease-specific care is in line with other research (17, 18) . However, patients' expectations of their GP differ from holistic care for cancer patients (17) to a role limited to providing follow-up prescriptions and offering prompt access to care for patients with cystic fibrosis (CF) (18) . The limited role description of CF patients corresponds with our results.
The GPs in our study also see a limited position for themselves in early-stage PD care. On the one hand, this is a purposely chosen position to stimulate patients' self-reliance and autonomy. On the other hand, it is the result of two factors. GPs suggest that patients might not realize that GPs could have an accessory role. The GPs emphasize the importance of being aware of patient's experiences and well-being, thereby describing the GP's role in care as one focussing on person-centredness. At the same time, GPs are reluctant to fulfil this role. They seem to be intimidated by the low prevalence and diversity of manifestations of PD. The pharmacological treatment regimen of PD, which is experienced by GPs as complex up until the moment of palliative care, adds to GPs' reluctance. However, these disease-specific characteristics do not particularly influence personcentred care, yet they accentuate the importance of involvement of health care providers specialized in PD (7).
Person-centred care provided by the GP could add to PD care as well by offering self-management support, thus contributing to patient's autonomy (16) . GPs can use the regular visits of patients to repeatedly invite them to voice their care preferences, preferences that may change over the course of the disease and as a consequence of changes in personal circumstances. Awareness of the patient context and comorbidity allows the GP to help patients prioritize their preferences and to personalize care (7) . This way patients build confidence and feel empowered to voice their preferences in different care settings as well (19) , what is especially important since patients nowadays have a central role in decision-making in specialized PD care as well (20) . Moreover, attention for patient care preferences and personal context facilitates the GP in providing person-centred care in more advanced-stage PD as well.
Therefore, community-dwelling PD patients benefit from shared care in which generalist and specialized care reinforce each other and offer personalized care based on patient preferences (7).
Strengths and limitations of the study
To the best of our knowledge, this is the first study that explores what role community-dwelling PD patients and their GPs see for the GP in PD care. The design of the study has several advantages. The monthly visits of the research assistant enabled us to quickly respond to encountered transitions and to interview patients and GPs shortly after the transition, thereby limiting the risk of recall bias. Moreover, the interview prompts, based on the patient videos, facilitated recall if necessary and contributed to questioning in more detail. All interviews were performed by the same skilled interviewer, who took the information from the patient interview into account when interviewing the GP. The interviewer had no professional relationship with the GPs or patients, was experienced in qualitative research and was also part of the analyzing team. Data collection and analysis continued until saturation was reached. We feel confident that we were able to gain comprehensive and in-depth insight into patient and GP perspectives on the role of the GP in PD care.
However, some limitations need to be considered as well. Despite our effort to collect longitudinal data, our results do not enable description of changes in time of patients' opinion concerning the role of the GP. The decision to reduce the follow-up period from 1 year to 6 months may have contributed to this. Interviews at predetermined moments would likely have resulted in more interviews per patient. However, it is uncertain if a longer follow-up period or interviews at fixed moments would have led to different results. Furthermore, despite purposive sampling we included more men and patients with mild-stage disease. Although we did include women and patients with advanced-stage disease, it is possible that the roles these groups see for the GP in PD care are not fully explored. Our population, finally, came from a single region in the Netherlands with well-organized specialized PD care, possibly influencing the role patients see for the GP.
Conclusion
Patients and GPs describe a limited role for the GP in early-stage PD. However, community-dwelling PD patients would benefit from shared care in which generalist and specialized care are valued for their specific qualities of person-centeredness and disease-specific expertise. GPs should realize the added value of their generalist approach to care for patients with a complex chronic disorder as PD and fulfil their role with confidence.
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